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Abstract

Background: Chronic pain is a major economic and social health problem. Up to 79%
of chronic pain patients are unsatisfied with their pain management. Meeting patients’
expectations is likely to produce greater satisfaction with care. The challenge is to
explore patients’ genuine expectations and needs. However, the term expectation en-
compasses several concepts and may concern different aspects of health-care
provision.

Objective: This review aimed to systematically collect information on types and sub-
ject of patients’ expectations for chronic pain management.

Search strategy: We searched for quantitative and qualitative studies. Because of the
multidimensional character of the term “expectations,” the search included subject
headings and free text words related to the concept of expectations.

Data extraction and synthesis: A framework for understanding patients’ expectations
was used to map types of expectations within structure, process or outcome of health
care.

Main results: Twenty-three research papers met the inclusion criteria: 18 quantitative
and five qualitative. This review found that assessment of patients’ expectations for
treatment is mostly limited to outcome expectations (all 18 quantitative papers and
four qualitative papers). Patients generally have high expectations regarding pain re-
duction after treatment, but expectations were higher when expressed as an ideal
expectation (81-93% relief) than as a predicted expectation (44-64%).

Discussion and conclusions: For health-care providers, for pain management and for
pain research purposes, the awareness that patients express different types of expec-
tations is important. For shared decision making in clinical practice, it is important that
predicted expectations of the patient are known to the treating physician and
discussed.

Structure and process expectations are under-represented in our findings. However,
exploring and meeting patients’ expectations regarding structure, process and out-

come aspects of pain management may increase patient satisfaction.

This is an open access article under the terms of the Creative Commons Attribution License, which permits use, distribution and reproduction in any medium,

provided the original work is properly cited.
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1 | INTRODUCTION

In Europe, chronic non-cancer pain of moderate to severe intensity oc-
curs in approximately 19% of the adult populat-ion.1 The international
society for the study of pain defines chronic non-cancer pain (CNCP)
as non-malignant pain lasting 3 months or more, or as pain persisting
beyond the time of expected healing. CNCP often lacks a clear asso-
ciated pathology; prognosis is uncertain and varies considerably be-
tween patients and therefore can be difficult to treat.’? CNCP has a
significant impact on health status, quality of life and daily activities
such as paid work.®

A large proportion of CNCP patients lack adequate pain control.>*
Up to 79% of the CNCP patients believe that their pain is inadequately
treated, and up to 43% of the patients report not receiving pain treat-
ment at all.” Given the subjective and objective burden of CNCP, the
fact that a large majority of patients believe their pain is inadequately
treated should alarm health-care professionals and policymakers.3

Patients’ satisfaction with CNCP management can be seen as the
end result of the match between expectations and subsequent experi-
ences.’® From a theoretical conceptual point of view, patients’ expecta-
tions are viewed by some as the major determinant for satisfaction with
health care. For example, according to the expectancy disconfirmation
paradigm, satisfaction arises either from positive experiences disconfirm-
ing negative expectations. Dissatisfaction arises when negative experi-
ences disconfirm positive expectations, or when negative experiences
confirm negative expectations. Disconfirmation of expectations affects
perceived quality of care, and hence satisfaction.” Discrepancy between
expectations and actual outcome portents lower satisfaction.° Empirical
evidence for the relation between expectations and satisfaction is for
instance provided by Noble et al. They found that the fulfilment of pa-
tients’ satisfaction was primarily determined by patient expectations.*
Each patient with CNCP experiences pain in a highly individualized way,
and each patient has different expectations, needs and goals. Therefore,
pain management should also be customized, and understanding pa-
tients’ expectations is essential in shared decision making.*>** Meeting
patients’ expectations should result in more consistency between the
patients’ needs and health-care delivery, and subsequently in greater sat-
isfaction with care.** Satisfaction with care might increase compliance,
which, in turn, can improve pain management outcome.*®

The challenge, however, is to identify the patients’ needs and
expectations. The aim of this study was therefore to systematically
explore the literature for information on patients’ expectations of
CNCP management. As the term “expectations” comprises a broad
range of concepts which can refer to several aspects of health-care
delivery, we start this review by defining and classifying expectations
according to type of expectation and according to Donabedian’s

health-care model of structure, process and outcome of care.

1.1 | Categorizing patient expectations

Expectations are generally explained as “a strong belief that some-
thing will happen or be the case.”%¢ Related to anticipation, this im-
plies that expectations are created and sustained by a cognitive

process. An event, however, can be desired but not expected,17 for
example “I desire to be cured after treatment but | expect only minor
pain reduction.” Expectations, therefore, can also be expressed as de-
sires, wishes and hopes.8 In contrast to beliefs, these primarily reflect
a valuation mainly based on emotions, a perception that a given event
is wished for. It is therefore important to distinguish the various types
of definitions of the expectations used in research papers as these are
sometimes lacking, and the reader is often left to guess whether the

expectations described are hopes or ideals, or anticipated outcomes.

1.1.1 | Types of expectations

Thompson’ used the following terms to distinguish between types of
expectations: ideal expectations, normative expectations, predicted
expectations and unformed expectations. Unformed expectations are

not articulated expectations.

1. Ideal expectations are visions, aspirations, needs, hopes and desires,
related to the patient’s views of the potential for a service.”

2. Normative expectations are expectations about what should or
ought to happen, mostly derived from what users are told, or led to
believe, or think that they ought (or to which one has a right) to
receive from health services.”

3. Predicted expectations are beliefs about what will actually happen
and are likely to result from personal experiences, reported experi-
ences of others and other sources of knowledge such as in the

media.”®

Kravitz® distinguished between expectations as probabilities, that
is the likelihood of future clinical occurrences, and expectations as val-
ues. Value expectations can be expressed as a hope or desire (what is
wanted), necessity (what is perceived to be needed), entitlement (that
which is owed or to which one has a right) and normative standards (that
which should be).2 Kravitz® described a dynamic model in which patients’
expectations are also defined according to content (i.e structure, process
or outcome of care)'®.

In this study, we consider “expectations as probabilities” and
“predicted expectations” to reflect the same type of expectations.

Throughout the study, we will refer to this as predicted expectations.

1.1.2 | Content: Structure, process and
outcome of care

Patients may express their expectations regarding several aspects
of health-care delivery. The Donabedian’s health-care model pro-
vides a standard for examining health services and evaluating qual-
ity of health care and distinguishes between structure, process and
outcome of care (SPO).18 Structure of care denotes the setting in
which the care occurs, for example the characteristics of the build-
ing, accessibility, availability of therapeutic and diagnostic facilities.
Process of care reflects what is actually done in care delivery and
care coordination, for example provider characteristics, timing vari-

ables. It describes how the patient moves into, through and out of the
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Process Outcome

* Ideal expectation: Aspiration, desire, want, hope, preferred outcome.

* Necessity (whatis perceived to be needed)

+» Normative expectations: What should or ought to happen. Entitlement

(that which is owed or to which one has a right) and normative standards

(that which should be).

FIGURE 1 Framework for
understanding expectations, composed
using the study by Thompson AG, Sunol R,
Kravitz RL, Donabedian A [Colour figure
can be viewed at wileyonlinelibrary.com]

health-care system, and the services provided during the care episode.
Outcome of care is about the effects of health care, for example, on
the patient’s health, functioning and quality of life. Research into the
quality of health care shows a strong correlation between structure,

process and outcome.'?%°

1.1.3 | Framework for understanding patient
expectations

The term “expectations” is sometimes undefined, imprecise or multi-
interpretable; therefore, a conceptual framework is used to categorize
the findings from the papers in this review (Figure 1). Expectations are

1'® and the work of Thompson’

classified according to the SPO mode
and Kravitz.® Predicted expectations are cognitive, realistic and antici-
pated. Value expectations are attitudes, regulated by feelings, emo-
tions and affections. The value expectations are divided according to
Thompson’ into ideals, necessities and normative expectations (i.e

entitlements/normative standards).

2 | METHODS

2.1 | Objectives

The main objective of this systematic review was to classify patients’
expectations regarding CNCP management according to the frame-
work of understanding expectations (Figure 1). Secondary objective

of this study was exploration of the subject of patients’ expectations.

2.2 | Design

This systematic review explored expectations regarding CNCP man-
agement reported in quantitative, in qualitative, as well as in mixed
methods research papers. The combination of quantitative, mixed
methods and qualitative research was expected to generate a more

complete and deeper insight than either method alone.

Predicted expectation: Expected outcomes (realistic, practical or anticipated). The

likelihood of future clinical occurrences.

2.3 | Eligibility criteria

Expectations of patients undergoing pain management continually
change when experiences accumulate.?* Furthermore, patients with
acute (less than 6 weeks), subacute (6-12 weeks) and chronic (at least
3 months) pain exhibit different physiologies, courses and treatment
responses.?? Therefore, it is highly likely that expectations regarding
pain therapy differ before and after pain therapies and between (sub)
acute and chronic patients. For this reason, this review was restricted
to papers that described expectations regarding pain therapy before
or during their pain management of chronic (>3 months) non-cancer-
related pain. Pain management is defined as communication, evalua-
tion, diagnosis and treatment, of all different types of CNCP.

Studies were considered eligible for review if they met the following
inclusion criteria: (i) patients were questioned about expectations be-
fore or during CNCP management; (ii) the study population consisted
of adult patients with chronic (>3 months) non-cancer-related pain; (iii)
measuring expectations was (one of) the objective(s) of the study, and
the method for obtaining information on patients’ expectations was
described. Exclusion criteria were as follows: (i) cancer-related pain, (ii)
pain duration of less than 3 months or (iii) pain duration not specified.

In case of inadequate or missing information about expectation(s)
or definition of chronic pain, authors of the article were contacted for
information. Studies were excluded from this review if multiple studies
were identified, with overlap in study populations and findings. When
this was the case, only the most appropriate (to our review objective)

study was included to avoid potential duplication of data sets.

2.4 | Search: Study selection

A literature search was performed for suitable articles published be-
tween 1990 and 2016, archived in Medline, PSYCHINFO, CINAHL
and EMBASE. Owing to the broad range of concepts related to the
term “expectations,” the search included subject headings and free

text words connected to the construct expectat-ions.“"g'17 In Table 1,
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TABLE 1 Medline search

Chronic pain MeSH

Pain MeSH combined with
chronic free text terms

Chronic pain free text terms

All chronic pain terms

Patient expectation MeSH
terms

Patient expectation free text
terms

All patient expectation terms

Chronic pain terms combined
with patient expectation terms

1 Chronic Pain/(7797)

2 Pain, Intractable/(4246)
31or2(11924)

4 exp Pain/(337350)

5 Pain Management/(34414)
6 exp Analgesia/(39123)

7 or/4-6 (370490)

8 (chronic$ or intractable or refractory or persistent$ or long term or longterm or sustained or longstanding or
long standing or permanent$ or unremitting or unrelenting or unceasing or constant or constantly).ti,ab,ot.
(2082083)

9 7 and 8 (73595)

10 ((chronic$ or intractable or refractory or persistent$ or long term or longterm or sustained or longstanding or
long standing or permanent$ or unremitting or unrelenting or unceasing or constant or constantly) ad;j3 (pain or
pains or painful$ or pained)).ti,ab,ot. (52779)

11 ((chronic$ or intractable or refractory or persistent$ or long term or longterm or sustained or longstanding or
long standing or permanent$ or unremitting or unrelenting or unceasing or constant or constantly) adj3 (hurt or
hurting or hurts)).ti,ab,ot. (10)

12 ((chronic$ or intractable or refractory or persistent$ or long term or longterm or sustained or longstanding or
long standing or permanent$ or unremitting or unrelenting or unceasing or constant or constantly) adj3 (sore or
soreness or tender$ or discomfort or ache$ or aching or agony)).ti,ab,ot. (881)

13 ((chronic$ or intractable or refractory or persistent$ or long term or longterm or sustained or longstanding or
long standing or permanent$ or unremitting or unrelenting or unceasing or constant or constantly) adj3
(nociception or nociperception or algiatry)).ti,ab,ot. (230)

14 ((chronic$ or intractable or refractory or persistent$ or long term or longterm or sustained or longstanding or
long standing or permanent$ or unremitting or unrelenting or unceasing or constant or constantly) adj3
(allodynia or alveolalgia or backache or causalgia or cephalalgia or cheiragra or chiragra or coxalgia or coxodynia
or cystalgia or dorsalgia or dysmenorrh?ea or dyspareunia or dysuria or erythromelalgia or failed back surgery
syndrome or fibromyalgia or gastralgia or headache$ or hepatalgia or intermittent claudication or ischialgia or
lumbago or lumbalgia or lumbodynia or mastalgia or mastodynia or meralgia paresthetica or metatarsalgia or
migraine$ or myalgia or neuralgia or odontalgia or odynophagia or orchalgia or otalgia or paroxysmal hemicrania
or piriformis syndrome or piriformis muscle syndrome or pleuralgia or polymyalgia or prostatalgia or
prostatodynia or psychalgia or rachialgia or radiculalgia or sciatica or SUNCT syndrome or toothache or
vulvodynia)).ti,ab,ot. (8703)

15 or/10-14 (60583)

16 3 or 9 or 15(93343)

17 Patient Acceptance of Health Care/(35853)
18 Patient Participation/(20495)

19 exp Patient Satisfaction/(71227)

20 Self Efficacy/(14820)

21 Physician-Patient Relations/(64939)
22 exp Attitude to Health/(341092)

23 484/(165)

24 motivation/(56062)

25 decision making/(77220)

26 ((patient$ or consumer$ or user or users or client$ or sufferer$ or person$ or people or adult$ or men or mens
or man or mans or women$ or woman$) adj1 (ambition$ or aspiration$ or attitude$ or belief$ or believe$ or
choice$ or concern$ or decision$ or demand$ or desire$ or drive or evaluation$ or expectation$ or experience$
or feeling$ or goal$ or hope$ or idea$ or impression$ or intention$ or judgment$ or motivation$ or motive$ or
need or needs or opinion$ or perception$ or perspective$ or preference$ or reason$ or requirement$ or
thought$ or value$ or view$ or wish$)).ti,ab,ot. (160415)

27 or/17-26 (624112)
28 16 and 27 (7581)

(Continues)
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TABLE 1 (Continued)
Animal only terms
Exclude animal only studies 30 28 not 29 (7553)

Limit publication year to 1990
to date

the search terms are given. Two authors (JG/PW) independently
screened the titles, abstracts and keywords of all references identi-
fied by the literature search to determine whether they addressed
the objective of our review. For potentially relevant articles, full-text
publications were retrieved. The bibliographies of all identified articles
and relevant systematic reviews were screened for additional relevant

studies.

2.5 | Quality assessment

Quality assessment of the qualitative research papers was conducted
by two independent reviewers(JG/CL) according to the Qualitative
Assessment and Review Instrument (QARI).23 The QARI software was
developed by the Joanna Briggs Institute (Australia) for the evaluation
and synthesis of qualitative research articles. This quality appraisal
tool is a standardized 10-criteria checklist for two independent re-
viewers and assesses bias in relation internal validity to, for example,
congruence between research methodology, philosophical perspec-
tive, methods used to collect data, analyse the data and for interpre-
tation of the data.

Assessment of the quantitative and mixed methods research pa-
pers was performed with the Mixed Method Appraisal Tool (MMAT).24
This appraisal tool was developed for the quality assessment in re-
views that include quantitative, qualitative and mixed methods stud-
ies. With this instrument, it is possible to judge each paper in relation

to its methodological domain.

2.6 | Data collection, extraction and synthesis

Extraction of findings of the qualitative papers was performed using
the Qualitative Assessment and Review Instrument (QARI). (Joanna
Briggs Institute Reviewers Manual 2014). An expectation finding was
defined as a theme, metaphor or data by the author supported by
quotes from the patient, fieldwork observations or other data. Only
unequivocal and credible findings were considered for evaluation;
these are findings that are matter of fact, directly reported/observed
and not open to challenge.

To categorize patients’ expectations, a metasynthesis of the papers
is presented in a tabular summary, using the framework of Figure 1.
First, we categorized health care into structure, process and outcome of
care. Within each health-care category, two major types of expectation
were classified: predicted and value expectations. (Introduction chap-
ter 1.1) Value expectations were subdivided into ideals (hopes, wishes,
desires), necessities (needs) and normative expectations (entitlements).

Mixed methods studies in this systematic review were evalu-
ated as quantitative papers because the analyses were quantitative,

31 limit 30 to yearr=“1990-2016" (7176)

WILEY- 2%

29 exp animals/not (exp animals/and humans/) (4301405)

although the assessment often was mostly qualitatively performed.
Three authors JG/CD/PW independently categorized the types of ex-
pectations. Differences in categorization were discussed and solved in
a consensus meeting.

3 | RESULTS

3.1 | Study selection

Figure 2 shows a flow diagram of the study selection, procedure and
results. The full text of 172 papers was assessed according to the
inclusion and exclusion criteria. The most frequent reason for ex-
clusion in this review was when papers did not describe pain man-
agement expectations but for instance experiences. Furthermore,
in a substantial number of papers, the research population included
acute and subacute pain patients. If results were not presented sepa-
rately for the subgroup of chronic pain patients, these papers were
excluded from the review. In 13 papers, the definition of “chronic
pain” used for selecting the research population was not clear. In
these cases, the authors were contacted for information; based on
their response, another three papers were included. Of the 23 re-
maining included studies, 18 were quantitative and five were qualita-
tive studies.

3.2 | Study characteristics

Table 2 shows the characteristics of the included studies. In most
quantitative studies (N=18), a self-constructed questionnaire?>*® was
used; six studies used a validated questionnaire.34'39 Most studies
(N=12) were conducted in the USA, seven in Europe, two in Australia
and two in Asia. Research aims and management settings were diverse.

Chronic spinal pain was the most studied type of pain (11 studies).

3.3 | Quality Appraisal

The quality of the studies was appraised using the MATT?* and QAR
appraisal tools, Tables 3a,b for, respectively, quantitative (including
mixed methods studies) and qualitative studies.

As our interest only related to pain management expectations, and
these were collected mostly at baseline, all the quantitative and mixed
methods papers were appraised as descriptive studies. On item 4.3
(“Are measurements appropriate”), for 11 of the 18 quantitative pa-
pers, the scores were zero because these studies used self-constructed
questionnaires without validation. The quality of the quantitative pa-
pers was good to excellent with ten papers reaching 50-54%, seven
75% and one paper scoring 100%.
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Identification
(Search terms, citations, related
articles)
N=7176

(Title & abstract)

Not meeting Inclusion Criteria
N =6.995

Assessed for Eligibility
(Full text)
N =181

Exclusion:

- Cancer painN=5

- No expectations of treatment N = 88

- Chronic pain duration <3 months or not described N = 44
- Expectations after treatment N = 18

- Studies with Subpopulation of included studies: N = 3

Excluded after quality appraisal N = 2

Studies included N = 21
Qualitative research papers N =5

Quantitative research papers N = 16

Most qualitative studies (Table 3b) scored low on item 1: “There
is congruity between the stated philosophical perspective and the re-
search methodology.” Almost all studies scored zero on items 6 and 7,
that is 6) “There is a statement locating the researcher culturally and
theoretically” and 7) “The influence of the researcher on the research
and vice versa is addressed.” However, the overall quality of the ac-
cepted qualitative papers was rather high, scores ranged from 70% up
to 90%; therefore, all papers were included in this review.

3.4 | Findings

3.4.1 | Categorization of expectations according
to the framework

Table 4 shows the results of the categorization by type of expectation
and content (SPO) of care delivery. Two papers studied structure ex-
pectations, four process expectations and 21 outcome expectations.
All quantitative papers (N=18) described outcome expectations. One-
third of the quantitative papers described both value and predicted
expectations.

Qualitative studies described more frequently (N=7) value expec-
tations. Sixty per cent of qualitative papers described both value and

predicted expectations.

3.4.1.1 | Structure expectations
Table 5 shows types of patients’ expectations found in quantitative
studies, and Table 6 shows expectations found in qualitative studies.

FIGURE 2 Flow diagram of the
literature search process [Colour figure can
be viewed at wileyonlinelibrary.com]

Only value expectations were found regarding structure of care;
these value expectations were expressed as ideals or necessities.
Patients expressed the desirability of fellow patient involvement in
a chronic pain management service, mostly to support the patients
in their contact with the professionals and achieve validation of their
pain problem®® (Table 5). Further structure expectations were desir-
ability of efficient flow of patients through the system (Table 5) and
need for accessibility, for example parking places nearby and variable
opening times (Table 6).

3.4.1.2 | Process expectations

Research addressing expectations regarding process of care was
found in one quantitative*! (Table 5) and in three qualitative stud-
ies?04243 (Taple 6). All studies reported value expectations of which
two also showed predicted expectations. Regarding process expecta-
tions, explanation or improved understanding of the pain problem was
expressed as a necessity; validation or acknowledgement of the pain
problem was expressed mostly as a normative expectation, and to get a
proper diagnosis was stated as an ideal expectation. Getting a thorough
consultation or referral from the GP to a specialist was once expressed
as a predicted expectation and once as a normative expectation.

3.4.1.3 | Outcome expectations

Most studies, all 18 quantitative and three (of five) qualitative, re-
ported outcome expectations, of which 15 papers showed outcome
expectations only. Fifteen papers reported predicted outcome expec-
tations and 13 studied value expectations.
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TABLE 3 Critical appraisal results for the quantitative studies using the (a) Mixed Method Appraisal Tool (MMAT)?**and (b) JBI-QARI

Appraisal checklist®®
2Study, Year 1.1 1.2
Mixed methods studies
Casaret et al. 2001%* Y Y
Petrie et al. 2005%
Thorne& Morley 2009 Y Y

Quantitative studies
Boonstra et al. 2011%°
Groeneveld et al. 2008%
Hazard et al. 20122
Iversen et al. 19987
Linde et al. 200728
O'Brien et al. 2010%
Sanderson et al. 2012%
Sherman et al. 2010%°
Smeets et al. 2008%”
Stutts et al. 2009%
Toyone et al. 2005%°
Triva et al. 2013%

Turner et al. 2002°2
Yelland & Schiuter 2006°
Yi, T. 1., et al. 2014%°

PStudy, Year Q1 Q2

Eaves et al., 2015%

Hsu et al.,, 2014*

Nielsen et al., 2013%?

Toye et al,, 2012*

Wainwright et al. 2014%°

< < z z cC
< < < < <

Y, yes; N, no; U, unclear.

TABLE 4 Types of expectations found in research papers

1.3

Q3

< < < < <

categorized within structure, process and outcome of care

Structure Process Outcome
Type expectation N papers N papers N papers
Quantitative 1 1 18
Value (only) 1(0) 1(0) 10 (5)
Predicted (only) 0(0) 1(0) 13 (8)
Both Value & 0 1 5
Predicted
Qualitative 1 3 3
Value (only) 1(1) 3(2) 3(2)
Predicted (only) 0(0) 1(0) 2(0)
Both Value & 0 1 2
Predicted
Total Sum 2 4 21

Only, restricted to this type of expectation.

14

Q4

< < < < <

Total
18
12
14

W w N wm

23

4.1

< < < << </ < < < < =< < =< <=

yo)
(5

< < < < <

4.2 4.3 4.4 51 5.2 5.3 %

54
54

<

75
75
50
75
50
75
50
50
100
50
75
50
50
75
75

cC < Ccz <z <<z < << << <
<z zZzz zZ <<z <<zZ=zZzzZ <<
< < X x < c<cccc<ccz

yo)
(-
yo)
N
fo)
©

Q9 Q10 %

70
70
70
90
80

c <z z z
c z z z z
< < < < <
< < < < =<
< < < < <

Almost all of the quantitative studies investigated predicted ex-
pectations in terms of pain management goals, like expected outcome.
Four studies focused on value expectations, for example desired, dis-
appointing, worthwhile or outcome needed to consider the pain man-
agement a success.?” 223344

Four papers studied expected pain relief before pain treatment
and related this to the pain reduction acquired after treatment. All
showed that patients expected a substantially larger reduction in pain
from the treatment than they attained.3%3¢%4 For instance, patients
needed a mean 50.9 (scale 1-100) reduction and only attained 11.9.%°
Whenever available in the papers, the expected levels of pain reduc-
tion by type of outcome expectation are included in Table 5a. In all
guantitative studies, in which the ideal pain relief and expected pain
relief were assessed separately, the results showed discrepancies be-
tween desired, needed and predicted pain relief. The expected pain
relief was notably less than the stated needed and desired pain relief.

The qualitative studies (Table 6) also showed great discrepancy
between the desired and the expected outcome: Patients often
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expressed a want or a need for pain relief or pain cure but predicted
substantial less pain relief or no pain reduction at all.*¢%”

Within each setting of care delivery, that is primary care, CAM, sur-
gery, rehabilitation, pain centres, most CNCP patients expected pain
relief; however, some patients did not expect pain relief but expressed
the desire and need for physical improvement and being able to walk
with the grandkids for instance, or do daily living chores without lim-
itations. Some patients expressed the need to learn to cope with the

CNCP, or to learn tools for better control of the complaints.

4 | DISCUSSION

In this review, we systematically searched for quantitative and quali-
tative studies addressing expectations of chronic pain patients regard-
ing CNCP management and categorized expectations according to the
type of expectation and Donabedian’s health-care model of structure,
process and outcome.

This review found that assessment of CNCP patients’ expecta-
tions for pain management is mostly limited to outcome expectations.
Furthermore, we found that patients answer differently to questions
pertaining predicted expectations than to questions about ideal ex-
pectations. Patients’ ideal expectations are higher than their predicted
expectations; some patients hope for, or desire, a full cure, but pre-
dict to gain little or nothing from pain management. This discrepancy
between ideal and predicted expectations could be due to negative
experiences in the past, or it could be that patients lower their ex-

pectations as a way to avoid disappointment.48

Another explanation,
which logically follows from Thompson’, is that the terms “hope” and
“desire” actually mean something else to patients than the term “ex-
pectation,” irrespective of their previous experiences. In that case, it
could well be that patients are in the process of accepting the pain
and consequently suffer less pain and thus expect (predicted expec-
tation) less gain from pain management than they would perceive as
ideal (value expectation).*”° Empirical studies have demonstrated a
positive association between acceptance and successful adaptation to
chronic pain.>®

Results of the papers in our review showed that overall CNCP pa-
tients’ expectations of pain reduction after treatment are high. This
is most certainly true for the ideal expectations. This alone can lead
to dissatisfaction with pain management. Improvement of pain man-
agement could be the answer (e.g preventing patients not receiving
pain treatment, development of better pain therapies, incorporation
of patients’ expectations into shared decision making and individ-
ualized pain management). However, it is known that often, even
if the clinical outcome expectations are met, some patients are still
dissatisfied.*° Thus, focusing on improvement of outcome alone does
not seem to be the answer, for outcome of care is also dependent
on structure and process of care.’® There is some evidence for CNCP
patients, who mostly have extensive experience with health care, that
structure and process expectations are even stronger predictors of
pain management satisfaction.’”*® Despite aforementioned, the re-
sults of this review show that only few studies have addressed CNCP

WILEY- 2%

patients’ expectations regarding structure and process aspects of pain
management.

Our results show that the expectations as expressed by the pa-
tients depended on which way the questions were asked. For in-
stance, when asking for desired (value expectation) levels of pain
after treatment, patients reported to wish for up to 98% pain relief
versus when asked “what to expect the treatment to do” (predicted
expectation), patients reported far more realistic pain reductions of
50%. Therefore, it is highly probable that the relationship between
“value” expectations and outcome differs from the relation between
“predicted” expectations and outcome. Six studies in this review
demonstrated this by assessing the relation between outcome and
expectations.?829:32333637 A significant association between expecta-
tions and outcome was found in three papers that studied predicted
expectations: Higher expectations of outcome resulted in more im-
provement.28*32'37 In contrast, the other three studies that assessed
the association between value expectations and outcome did not find
an association with outcome.?”*33¢ Therefore, it seems that not only
for pain management but also for research purposes the type of ex-
pectation assessed should be clear.

We found that most quantitative papers did not use validated ex-
pectation scales. This could be due to the fact that applied research
into patients’ expectations is still in its infancy. Developing and validat-
ing expectation scales that comprise structure, process and outcome
expectations as well as the different types of expectations would be
helpful for shared decision making and could provide a useful tool for
expectation management during pain therapies.

The incorporation of findings into a predefined expectation frame-
work can be seen as a strength of this systematic review. Working
with a framework to categorize types of expectations found in the
papers leads to a better understanding of the broad concept and terms
related to “expectations.” However, the original papers did not always
provide a typology of expectations, leaving this open to our interpre-
tation. Specifically, within value expectations, distinguishing between
necessities and normative expectations was particularly challenging.
The categorization was therefore performed by three authors inde-
pendently (JG, PW, CD), and differences were discussed until consen-
sus was reached.

Another strength of this systematic review is the combination of
quantitative, mixed methods and qualitative studies. Qualitative find-
ings added context or explanatory powers to the quantitative data,
whereas quantitative data were useful to assess the size of the topic
of interest. Furthermore, we found that qualitative findings provided
more information about expectations regarding process and structure
of care. However, some qualitative studies also restricted themselves
to asking focused questions and explored or reported outcome expec-
tations only.*¢4”

For health-care providers, for pain management and for pain re-
search purposes, the awareness that patients express different types
of expectations is important. For health-care providers, it points at the
importance of asking the right question about expectations in shared
decision making and in expectation management. A validated ques-
tionnaire that incorporates all types of expectations that are assessed
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before the first consultation would be a useful tool to ensure manage-
able answers from the patient and discover genuine needs that should
be incorporated into the pain treatment plan. Furthermore, this asset
could also help in shared decision making to discover and discuss un-
realistic expectations for treatment so as to avoid disappointment and
dissatisfaction with care.

Health-care providers and policymakers should grasp the op-
portunity to improve on structure, process and outcome of care and
thereby attain higher patient satisfaction by better meeting patients’
expectations.

4.1 | Clinical implications

This systematic review showed that little information could be found
about structure and process expectations of CNCP patients. We like
to point out that this could be a lost opportunity to derive higher
patient’ satisfaction for CNCP management. It is known that struc-
ture and process components of care can influence pain patient’ sat-
isfaction.>*? For instance, a strong positive association was found
between higher numbers of physicians and nurses and patient’ satis-
faction with the health-care system.

Understanding the expectations and needs of patients is essential
in shared decision making.13 Therefore, it is important to differentiate
between the types of expectations. In particular, the difference be-
tween value and predicted expectations is important in clinical prac-
tice. Value expectations are ideals, and predicted expectations are the
more realistic expectations. This review gives an indication that the as-
sociation between high expectations and a better outcome is present
when assessing predicted (i.e more realistic) expectations. In contrast,
no association was found between high ideal expectations and better
outcome. Patients’ predicted expectations for a specific treatment can
be altered by information from the professional about the evidence for
potential benefits and harms of a treatment for an individual patient.
Management of expectations before and during pain management
could be an important contribution to patients’ satisfaction by low-
ering predicted expectations that are too high or heighten predicted
expectations that are too low.

Differentiating between types of expectations could also be im-
portant if patients are in the process of accepting the pain better and
consequently struggling less with the pain.50 The pain management
challenge should be to provide a personalized pain management pro-
gramme without obstructing the patient’s pain acceptance process. In
shared decision making, it is likely that the process of pain acceptance

is supported if predominantly predicted expectations are discussed.
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